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Key words: advance directives; nursing homes; hospitalization; clinical decision-making; qualitative research M ore than one-third of nursing home (NH) residents are hospitalized in the last 30 days of life. 1 Many of these hospitalizations have the potential to be burdensome, because they occur for care that does little to change the course of illness or improve quality of life 2 and risks iatrogenic harm and distress for residents. 3, 4 For nursing home residents who wish to forego further hospitalization, a donot-hospitalize (DNH) order is a way of translating that preference into a medical order in the chart. 5, 6 There is evidence that residents with DNH orders are less likely to be hospitalized near the end of life, 7-9 yet numerous reports, spanning more than two decades, have suggested that DNH orders are rarely used. [10] [11] [12] [13] The most recent data show that just 7% of NH residents have these orders. 12 They are even less common among nonwhite residents 14 and those in larger, for-profit nursing facilities. 12 A critical assumption in prior work about DNH orders is that they are used less often than they should be: that there are residents who would benefit from a DNH order but do not have one and that greater adoption of these orders in NHs would help to decrease potentially burdensome hospital care. 9 Several studies have sought to identify institution-and family-related barriers that stand in the way of more widespread use of DNH orders, 15, 16 but little is known about the more fundamental question of how a DNH order is interpreted and applied in the NH once it is in place. Experts have long debated about how DNH orders are used in practice. Although some have called them a "sweeping injunction" 17 or "death sentence" 18 for residents, others have questioned whether they are absolute by pointing to evidence that more than 10% of individuals with DNH orders are hospitalized each year. 8 It is not clear how NH personnel understand these orders or what happens when there is an acute event involving a resident with a DNH order. An investigation of these questions is a necessary step toward determining whether there is a broader role for DNH orders in reducing potentially burdensome hospitalizations near the end of life.
To understand how DNH orders are used in NHs, it is necessary to explore factors that are difficult to measure quantitatively, such as communication between staff and families, institutional processes, and staff attitudes. To investigate these questions, a qualitative study was conducted among staff at nursing facilities in Connecticut. The aim was to examine the perspectives of a wide range in order to elucidate how DNH orders are interpreted and applied in the NH setting.
METHODS

Study Design and Sample
This project was part of a broader qualitative study examining NH-hospital transfers. 19 A positive deviance approach, in which the organizations studied have exceptionally high or low performance in an area of interest, was used to generate a purposive sample of facilities. 20 Data from the Shaping Long Term Care in America Project (http://www.ltcfocus.org) were used to identify nursing homes in Connecticut that were open from 2008 to 2010 (n=234). Those in which Medicare covered more than 50% of days were eliminated (n=5), because decision-making about hospitalization is likely to be different in facilities providing primarily short-term, rehabilitative treatment. The Shaping Long Term Care in America Project data were then used to calculate the mean hospitalization rate for each of the remaining facilities (n = 229) and create a list of NHs with hospitalization rates in the top (n = 23) and bottom (n = 23) deciles.
Facilities were contacted both by telephone and by sending a letter to the facility administrator. If a facility declined or the administrator could not be reached after more than 2 weeks (n = 6), the next facility on the list was contacted. Once a facility agreed to participate, a time was arranged to visit and conduct interviews with staff members. The facility administrator and director of nursing were the first contacts, and they recommended other personnel who were involved with decisions about hospitalizing residents or advance care planning. Interviews were conducted until theoretical saturation was reached and additional interviews provided no new concepts. 21 This occurred after 31 interviews had been performed at eight facilities, four with high hospitalization rates and four with low hospitalization rates. Interviews were conducted between December 2013 and April 2014. The institutional review board at Yale University School of Medicine determined the research plan to be exempt from review. All participants provided oral informed consent.
Data Collection
A geriatrician with experience in long-term care (ABC) conducted depth, one-on-one interviews using a standard discussion guide that was pilot-tested at a local NH. It contained open-ended questions about the use of DNH orders at the facility, including how staff interpreted these orders and applied them in the clinical setting, and questions about advance care planning, end-of-life care, and decision-making about hospitalization. Because the Shaping Long Term Care in American Project dataset does not include information about rates of DNH orders at individual facilities, participants were asked to estimate how many residents of their facilities had these orders.
Interviews lasted 30 to 60 minutes. They were audiotaped and professionally transcribed.
Data Analysis
Transcripts were analyzed according to the principles of grounded theory. The constant comparative method of qualitative data analysis was used to develop a consistent coding structure for these open-ended data. 22 Transcripts were assigned unique numbers to blind the other investigators (i.e., MTK, nurse-scientist; TRF, geriatrician) to the designation of a facility as high or low hospitalizing. All three investigators then independently reviewed transcripts, identifying essential concepts and cataloguing them with codes assigned to small portions of the text. They met to discuss the codes identified and to resolve disagreements about how they had been applied. 23 This process continued until eight transcripts had been reviewed, first by each investigator independently and then as a team, with sections of new transcripts compared with previously coded transcripts to determine whether the same concepts were apparent and the same codes could be applied. Once a coding structure was in place, two investigators (ABC and TRF or MTK) coded the remaining transcripts, with discussion to reach consensus when there were disagreements, until a single agreed-upon set of coded transcripts was produced. The investigators met again to discuss individual coded sections of text, to examine the relationships between codes, and to compare codes for participants at high-and low-hospitalizing facilities. Development of the coding structure and code definitions was documented in an audit trail. 22 ATLAS.ti 7.1 (Scientific Software Development GmbH, Corvallis, OR) was used to facilitate data organization, retrieval, and analysis. Table 1 shows the characteristics of the NHs where participants were interviewed. The mean hospitalization rate was 4 times as high at high-hospitalizing facilities as at low-hospitalizing facilities. Facilities were otherwise similar in size, for-profit status, resident demographic characteristics, and staffing. Interview participants included facility administrators, directors of nursing, physicians, physician assistants, nurse practitioners, nurses, and social workers ( Table 2) .
RESULTS
Facilities and Participants
Overview of DNH Orders in NHs
Do-not-hospitalize orders were in use at every facility, but participants said these orders were uncommon. Most were uncertain how many residents had them. Estimates ranged from 2% to 8%, except at one facility, where staff reported that one-third of residents had a DNH order in place.
There were no significant differences in approaches toward the use of these orders at low-and high-hospitalizing facilities. At all NHs, participants reported that they did not interpret a DNH order literally. A DNH order did not mean that a resident was not to be hospitalized. When an acute event occurred, consideration of the circumstances and discussion with the resident and family were still necessary to determine whether an order against hospitalization should be followed. Staff at every facility acknowledged that exceptions to DNH orders were necessary. A DNH order "can't really be an absolute," said one director of nursing. "It depends on what's going on" (#202). Two types of exceptions were noted. These appear, with representative quotations, in the top half of Table 3 . First, because the aim of a DNH order was usually to minimize resident distress or promote comfort, hospitalization was necessary when a resident could not be made comfortable in the NH. The example that nearly every participant gave involved a resident with a DNH order who experienced a hip fracture. A second exception was when staff perceived the reason for hospitalization to be unrelated to the life-limiting condition that had prompted the DNH order in the first place. An individual with a DNH order would be transferred to the hospital "if there's something acute, they develop appendicitis, if somebody had a blockage" (#201, social worker). A director of nursing at another facility described "times you have to say, 'this is a different reason'" and "send them out" (#402).
Theme 2: "Do-Not-Hospitalize" Means "Speak to the Family before Hospitalizing" A DNH order, rather than being an order not to hospitalize, served for many participants as a signal that the usual default pathway of hospitalization for acute illness needed to be questioned. In situations in which staff were accustomed to sending a resident to the hospital almost automatically, a DNH order interrupted the usual sequence of events. It prompted a conversation with the family. As a nurse practitioner explained, "When something happens, when they open the chart, they know they should call the family instead of calling the ambulance" (#603).
Do-not-hospitalize orders were interpreted in this manner for two reasons, as represented in the quotations in the bottom half of Table 3 . The first was that the circumstances surrounding the decision to hospitalize a resident were complex and difficult to anticipate. A DNH order communicated a general preference, but participants understood that this preference would need to be revisited in light of the particulars of the clinical situation. "We don't quantify it as DNH except if you fracture, DNH unless you have a head injury," said one director of nursing. "We'll call the family and say, this is what is happening. Really any kind of advanced directive is a living document when you think of it that way. It depends on what's going on and whether or not their family wants to pursue something or not" (#202). Second, participants recognized that, whatever the clinical circumstances, there were family members who would change their minds when an acute change occurred. "We always notify family," said another director of nursing. "We call to say, 'Your family member is having such and such symptoms, but I know you don't want them transferred to the hospital.' Then the family member will say, 'Oh, no, no! I want them sent to the hospital! I want them seen'" (#604).
DISCUSSION
Do-not-hospitalize orders were conceived to complement do-not-resuscitate (DNR) orders in the NH. 5 Although cardiopulmonary resuscitation in this setting is almost never successful, 24 hospitalization is a critical decision point that influences the type and intensity of care a NH resident receives near the end of life. A DNR order provides straightforward instructions to providers when a resident suffers cardiac arrest. The findings in this qualitative study suggest that a DNH order does not provide the same clear guidance. NH staff reported that they did not follow DNH orders literally. Instead, a DNH order served as a kind of warning light; it indicated that hospitalization should not occur by default but should be discussed with the resident and family. The way in which NH staff interpreted DNH orders calls attention to how difficult it is for decisions about hospitalization to be made ahead of time, without knowing the clinical scenario at hand and the particular risks and benefits of a hospital transfer. For participants in this study, a DNH order did not get around the need for an in-the-moment discussion about hospitalization. Staff were not comfortable following these orders without first reviewing the clinical situation with the family. The Physician Orders for Life Sustaining Treatment (POLST) paradigm, now available in many states, overcomes some of these challenges with standardized medical orders that permit consideration of the goal of hospitalization. It is possible to specify, for example, that there is to be no hospital transfer unless "comfort measures fail," 25 Studies of POLST, however, have shown that these orders, too, are not necessarily translatable to straightforward instructions for providers 26 but require discussion and assessment of the clinical context. 27 These findings suggest that work to reduce potentially burdensome hospitalizations will need to focus not just on prompting individuals to consider their preferences about hospitalization in advance, but also on preparing for the in-the-moment discussions that will inevitably occur even when their preferences are known and an order is in place in the chart. Advance care planning in NHs needs to include deliberate efforts to help residents, their surrogate decision-makers, and staff anticipate the questions and conflicts that are likely to arise in such discussions so that they can make the best possible decisions when an acute event occurs. 28 Additional research is necessary to determine the most effective way to do this. It will require work to help residents prioritize the outcomes that matter most to them, such as maximizing comfort and staying alive as long as possible, 29 as well as candid discussion, as the resident nears the end of life, of the significant burdens and modest benefit to be expected from many hospital transfers.
This study has several limitations. Interviews were conducted in a single state, Connecticut, which has a high We just had somebody who was Do Not Hospitalize, but the reason that they had that was for one thing but something else was different, and we needed to send them for that. Yes, we did send them out, and we discussed it as a team, and we felt comfortable. It wasn't like a long discussion. It was like: "This is what's going on. I think we need to send them out." It wasn't why they were DNH. (#402, director of nursing) Of course, if it's something acute that happens-we have a fall with an injury or an acute stroke or something really acute-then it's kind of a no-brainer. We're going to send you to the hospital to figure out what it is. (#801, director of nursing) 2. "Do not hospitalize" means "speak to the family before hospitalizing" DNH order identifies an abstract preference that has to be reassessed in a particular clinical situation
It helps them when the emergency comes because they always have the option to go or not, but we already had the conversation, and we can reiterate what the treatment would be in the hospital and what the treatment would be here, or if really any treatment would help at all. You already have that trust and that conversation going. (#202, director of nursing) I always say that to them: "This is between you and us." It helps that nurse at 2:00 in the morning to dialog with you about whether or not to send your parent to the hospital. (#503, physician) Families reverse DNH orders when actual circumstances for hospitalization arise People sign up for Do Not Transfer, and then they change their mind, like when they call them that your mom is sick and not eating, then suddenly, they will say: "Send her out." We'll say: "You have an order." They're like: "No." Most of the people who have a Do Not Transfer order, they end up going to the hospital, because most of them change their mind when the situation comes. (#103, nurse) Somebody can be here as a Do Not Transfer, get sick, and the family will come in and say they've changed their mind and want them to go out. (#303, PA) They always have the option to do what they want to do. . . A lot of times families have made the decision that we're not going to hospitalize [a resident] except for a broken bone where you might really want to set it, but then when it comes down to it, and she has a temp, and she's in respiratory distress, they want to send. (#202, director of nursing) number of NH beds per capita. 30 Staff were not directly observed in clinical practice. Interviews reflected their attitudes and perceptions of how DNH orders were used and understood. In addition, there were few bedside nurses, and no certified nursing assistants, among the study participants. Future work should explore their roles.
In summary, staff across a variety of nursing facilities used DNH orders to question hospitalization, not as a prohibition against it. In-the-moment discussions about hospitalization were still necessary even when these orders were in place. Work to reduce potentially burdensome hospital care for nursing home residents at the end of life needs to include efforts to prepare residents and families to make the best decisions about hospitalization when the time comes.
